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DATA



DACHA Aims

To establish what data needs to be in place to 
support research, service development and uptake of 
innovation in care homes. 

To synthesise existing evidence and data sources with 
care home generated resident data to deliver an 
agreed data set - (Minimum Data Set) - usable and 
authoritative for different user groups. 





Supporting research in 
and with care homes
T W O  E V I D E N C E  R E V I E W S

P E R Y E R  G ,  K E L L Y  S ,  B L A K E  J ,  B U R T O N  J K ,  I R V I N E  L ,  C O W A N  A ,  A K D U R  G ,  K I L L E T T  A ,  B R A N D  S L ,  M U S A  M K ,  M E Y E R  J ,  
G O R D O N  A L ,  G O O D M A N  C .  ( 2 0 2 2 )  C O N T E X T U A L  F A C T O R S  I N F L U E N C I N G  C O M P L E X  I N T E R V E N T I O N  R E S E A R C H  P R O C E S S E S  I N  
C A R E  H O M E S :  A  S Y S T E M A T I C  R E V I E W  A N D  F R A M E W O R K  S Y N T H E S I S , A G E  A N D  A G E I N G ,  V O L U M E  5 1 ,  I S S U E  3

.
K E L L Y ,  S . ,  C O W A N ,  A . ,  A K D U R ,  G . ,  I R V I N E ,  L . ,  P E R Y E R ,  G . ,  W E L S H ,  S . ,  R A N D ,  S . ,  L A N G ,  I .  A . ,  T O W E R S ,  A . - M . ,  S P I L S B U R Y ,  
K . ,  K I L L E T T ,  A . ,  G O R D O N ,  A .  L . ,  H A N R A T T Y ,  B . ,  J O N E S ,  L . ,  M E Y E R ,  J . ,  G O O D M A N ,  C . ,  &  B U R T O N ,  J .  K .  ( 2 0 2 3 )  O U T C O M E  
M E A S U R E S  F R O M  I N T E R N A T I O N A L  O L D E R  A D U L T  C A R E  H O M E  I N T E R V E N T I O N  R E S E A R C H :  A  S C O P I N G  R E V I E W , A G E  A N D  
A G E I N G ,  V O L U M E  5 2 ,  I S S U E  5 .



Ensuring trial 
interventions 
succeed

Many care home trials have neutral findings

Unclear if neutral findings due to intervention ineffectiveness OR a 
consequence of study implementation processes or insensitive 
measurement tools.

Systematic review : 33 (32 interventions) process evaluations

Procedural drift: studies lost momentum over time

Participatory action and learning :  authentic engagement, staff 
delivering the intervention as a collective



https://dachastudy.com/wp-content/uploads/2022/02/Peryer_Redford_DACHA_CareHomeGuidance_Leaflet_2022.pdf







Intervention 
studies (436 
papers, 396 
datasets 2015-
2021)

732 outcome measures only 14 
used more than 20 times 

• Health measures dominated from 
hospital/clinical settings

• Typically measured functional status, 
mood and behaviour, and medications

• Fifth of research studies used 
information gathered routinely by the 
care home, 

• 5 studies Brief Pain inventory or Pain 
Assessment in Advanced Dementia. 



What would help?
Care homes and researchers 
work together to measure what 
matters to older people and help 
to improve care home practice

Outcome measures that measure 
quality (e.g., quality of life or 
quality of care) suitable for 
research and everyday practice 
in care homes.

International agreement about 
the best outcome measures

Recognise that using different 
outcome measures to measure 
the same thing is wasteful

Need to know which outcome 
measures  can show changes and 
trends over time in care home 
populations.

Case for Core Outcome Sets for 
clinical trials in long term care 
settings?



Efficient use of data
I R V I N E ,  L . ,  B U R T O N ,  J .  K . ,  A L I ,  M . ,  B O O T H ,  J . ,  D E S B O R O U G H ,  J . ,  L O G A N ,  P. ,  M O N I Z - C O O K ,  E . ,  S U R R ,  C . ,  W R I G H T,  D .  
A N D  G O O D M A N ,  C .  ( 2 0 2 4 )  D ATA  R E S O U R C E  P R O F I L E :  T H E  V I R T U A L  I N T E R N AT I O N A L  C A R E  H O M E S  T R I A L S  A R C H I V E  
( V I C H TA ) , I N T E R N AT I O N A L  J O U R N A L  O F  P O P U L AT I O N  D ATA  S C I E N C E ,  8 ( 6 ) .

H A N R AT T Y,  B ,  W O LT E R S ,  AT,  T O W E R S ,  A - M ,  S P I L S B U R Y,  K ,  M E Y E R ,  J ,  K I L L E T T,  A ,  J O N E S ,  L ,  G O R D O N ,  A ,  B U R T O N ,  J K ,  
A K D U R ,  G ,  I R V I N E ,  L ,  W A R M O T H ,  K ,  L I D D L E ,  J  A N D  G O O D M A N ,  C .  ( 2 0 2 3 ) .  D ATA  C O L L E C T I O N  I N  C A R E  H O M E S  F O R  
O L D E R  A D U LT S :  A  N AT I O N A L  S U R V E Y  I N  E N G L A N D . J O U R N A L  O F  L O N G -  T E R M  C A R E ,  ( 2 0 2 3 ) , P P.  2 8 8 – 2 9 6 .



The Virtual 
International 
Care Home 
Trials Archive 
(VICHTA)

(6000+ older 
people, 340 care 
homes)

www.virtualtrialsarchives.org

Repurposing high Quality Anonymised  Care Home trial 
data 

Pooled for secondary data analysis: a cost -effective way 
to improve care. e.g medications and 
symptoms/conditions

> 6k residents with individual participant data with option 
to add more care home trial data

Researchers can contribute data or request access to the 
data at the VICHTA website: www.virtualtrialsarchives.org

First time an archive has been developed based on a 
setting (care home) instead of a particular treatment or 
condition

http://www.virtualtrialsarchives.org/


National Survey

273 responses 
representing 5k 
care homes

Care home resident data routinely collected 

Aggregate data (daily/monthly) external scrutiny (Care 
Quality Commission, Local Authority Contracting, Clinical 
Commissioning Groups, different NHS services, Health and 
Safety/environmental (duplication +++, minimal feedback)

Individual : residents’ care needs e.g., preferences, 
medication, wound care, those at risk (e.g., falls, infection, 
choking), clinical measures, key events, visiting  NHS staff 
input

Staff and Staffing information 

Hybrid systems for recording and storage (digital & paper) in 
different  locations within care home



Key findings

LSE Research Online+1

Journal of Long-Term Care+1

E Research Online+1

LSE Research Online+1

Wide range of data already collected
. LSE Research Online+1

Use of clinical / health tools

(Need for critical assessment of tools being used)
Journal of Long-Term Care+1

Quality of life measures lacking
E Research Online+1

Multiple purposes for the data
Homes use the data for monitoring care quality; managing medication; 
supporting staff training; budgeting; and for marketing. LSE Research Online+1

Data storage & sharing challenges

https://eprints.lse.ac.uk/120900/1/Data_collection_in_care_homes_published.pdf?utm_source=chatgpt.com
https://journal.ilpnetwork.org/articles/10.31389/jltc.199?utm_source=chatgpt.com
https://eprints.lse.ac.uk/120900/1/Data_collection_in_care_homes_published.pdf?utm_source=chatgpt.com
https://eprints.lse.ac.uk/120900/1/Data_collection_in_care_homes_published.pdf?utm_source=chatgpt.com


Pain 245 (89.7%)

Abbey Pain Scale 170 (62.3%)

Faces pain scale 41 (15%)

Pain map of body 67 (34.5%)

Pain Thermometer 10 (3.7%)

Brief Pain Inventory 7 (2.6%)

Pain Assessment in Advanced Dementia (PAINAD) 36 (13.2%)

Other measure of pain 19 (7%)

Hanratty, B, Wolters, AT, Towers, A-M, Spilsbury, K, Meyer, J, Killett, A, Jones, L, Gordon, A, Burton, JK, Akdur, G, Irvine, L, 
Warmoth, K, Liddle, J and Goodman, C. 2023. Data Collection in Care Homes for Older Adults: A National Survey in England. 
Journal of Long-Term Care, (2023), pp. 288–296. DOI: https://doi.org/10.31389/ jltc.199



Meaningful engagement
K I L L E T T,  A . ,  M I C K L E W R I G H T,  K . ,  C A R R O L L ,  R . ,  A K D U R ,  G . ,  A L L I N S O N ,  E . ,  C R E L L I N ,  L . ,  D E  C O R T E ,  K . ,  F O X ,  M . ,  
H A N R AT T Y,  B . ,  I R V I N E ,  L . ,  J O N E S ,  L . ,  K E L LY,  M . ,  L L O Y D ,  T. ,  M E Y E R ,  J . ,  S P I L S B U R Y,  K . ,  T O W E R S ,  M . ,  T R A C E Y,  F. ,  
W I L L M O T T,  J . ,  &  G O O D M A N ,  C .  ( 2 0 2 5 ) .  P U B L I C  I N V O LV E M E N T  T O  E N H A N C E  C A R E  H O M E  R E S E A R C H ;  C O L L A B O R AT I O N  
O N  A  M I N I M U M  D ATA  S E T  F O R  C A R E  H O M E S . H E A LT H  E X P E C TAT I O N S , 2 8 ( 1 ) .

M I C K L E W R I G H T  K ,  K I L L E T T  A ,  A K D U R  G ,  B I S W A S  P ,  B L A D E S  P ,  I R V I N E  L ,  J O N E S  L ,  M E Y E R  J ,  R A V E N S C R O F T  N ,  W O O D H E A D  H  &  
G O O D M A N  C  ( 2 0 2 4 ) .  A C T I V I T Y  P R O V I D E R - F A C I L I T A T E D  P A T I E N T  A N D  P U B L I C  I N V O L V E M E N T  W I T H  C A R E  H O M E  
R E S I D E N T S . R E S E A R C H  I N V O L V E M E N T  A N D  E N G A G E M E N T , 1 0 ( 7 ) .



Public involvement
Transparency about the extent, nature and influence of 
PI in care home research variable

Panel met 17 times family members and care home staff 
including junior staff

National expert consultation group consulted three times

Public involvement team w two senior researchers, Senior 
research assistant activity, sector representative and former 
carer 

Core Research team meeting weekly joined monthly by PI team

Study steering committee: with two public representatives, six 
meetings



Involvement of 
care home 
residents 
working with  
activity 
providers

Care home residents often excluded from research 
engagement activities

Multiple challenges
◦ Physical and mental health

◦ Confidence

◦ Power relations between residents, staff and family members

◦ Limited time and resources for researchers and flexibility

Response 

Activity Providers using different resources 

 Sessions with 208 resident contacts including people with 
cognitive loss

 Residents talked  about their feelings about how data  
should be used

 Changed care home practices and challenged some 
researcher assumptions

Fostered a research culture with care home staff as partners



https://dachastudy.com/

Guidance on  resident assessment, outcome 
measurement and implementation

New methods and resources for research 
and  engagement 

Prototype MDS  996 
residents from 45 care 
homes 

2 software providers

3 Integrated Care Systems (ICS)
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